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Participant Information Sheet                                                                       Page 1 of 6 
Version: 1.5 
Dated: 12 June 2015 
 
Participant Information Sheet 
A qualitative account of pain enactment with persons in chronic pain 
We would like to invite you to take part in a research study investigating how pain is 
expressed by chronic pain patients. Before you decide whether or not to take part we 
would like you to understand why the research is being done and what it would 
involve for you. Please read through the following information carefully. If you have 
any questions please contact the researcher using the contact details at the end of 
this information sheet. Your participation is entirely voluntary – you do not have to 
take part if you do not want to. 
Name of Researcher: Leigh Rooney 
 
 
What is the purpose of the study? 
The study seeks to explore what happens to ideas about pain in conversation. It 
suggests that whilst these ideas may seem very clear and definite, when we 
examine what happens to them in the flow of conversation we see that they are very 
changeable, and exist alongside other ideas about pain. For example, a patient may 
be certain that only a particular medical explanation can account for their pain, but 
examining their everyday conversation reveals lots of other ways of thinking about 
their pain. The study wants to enable us to become more aware of these other ideas 
of pain that may become ‘hidden’ in conversations about pain. It aims to do this by 
exploring what happens to ideas about pain over a series of individual (one-on-one) 
conversational interviews between the researcher and chronic pain patients. 
The term ‘enactment’ used in the study’s title is a technical term used to describe the 
process of talking about pain. Please be assured that it does not mean that a patient 
is viewed as ‘play-acting’ or ‘putting-on’ (pretending or faking) their pain. 
This study is being undertaken as part of a PhD programme. Leigh Rooney is the 
PhD student, and is being supervised by academic supervisors at Durham University. 
Why have I been invited to take part? 
You are being invited to take part because, as a person who experiences chronic 
pain, you will probably have ideas about your pain that you can talk about in an 
interview with the researcher. The researcher aims to recruit 5 participants for a 
series of individual (one-on-one) interviews between the participant and the 
researcher. 
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Do I have to take part? 
No, participation is entirely voluntary. Whether you decide to take part or not, this will 
not in any way affect the service or care you receive from your physiotherapist or any 
other healthcare worker. Only the researcher and his primary academic supervisor 
will know who has decided to take part in the study. Nobody else will know, including 
your physiotherapist. 
What will I have to do? 
You will be asked to take part in a total of 5 one-on-one interviews with the 
researcher. Each interview is expected to last about an hour (up to a maximum of 90 
minutes), with 15 minutes either side for meeting and departing. This can include 
comfort breaks as and when you want, and you can stop or rearrange the interview 
at any point during it. 
During the interviews the researcher will be interested in having a discussion about 
your chronic pain. The researcher won’t have a particular set of questions or 
particular topics to talk about, but will invite you to talk about any topics related to 
your pain that you wish. 
In order to get the discussion going in the first interview, the researcher will ask you 
to produce a short written piece (aiming for about 1 – 4 sides of paper) beforehand 
explaining aspects of your pain that you feel are not understood by others. You can 
write this up digitally (such as on a computer or tablet), or manually (using pen and 
paper). The researcher can also give you a video camera to borrow should you wish 
to do this in a video format rather than in writing. If you would like to borrow a video 
camera for this study you will not be held liable for any loss and/or damage to the 
video camera while it is in your possession. 
You can then post a hand-written or printed copy of your material back to the 
researcher using a pre-stamped envelope provided by the researcher. Alternatively, 
if you have word-processed the piece or filmed it, you can save the data to an 
encrypted memory stick provided by the researcher, and post it in the pre-stamped 
envelope. However, if you don’t feel comfortable doing this, the researcher can 
collect it from you in person. 
After obtaining your written or videoed piece, the researcher will look over it, and use 
it to start the discussion in the first interview. The second interview will be started 
using material from the first interview, and this will continue all the way through to the 
fifth interview. 
The interviews can be arranged at locations most convenient to you, such as at your 
home or at Durham University (which has sites in Stockton-on-Tees and Durham 
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city). These cannot take place at an NHS facility, however (because the necessary 
permissions have not been sought). Note also that the interview locations will need 
to be quiet so that they can be recorded on the audio device. If you incur any travel 
costs getting to and from the interviews, these can be reimbursed to you in the form 
of high street vouchers. You would need to provide the researcher with receipts 
(such as bus tickets, taxi receipts, petrol receipts, and parking tickets) so that the 
researcher can claim the vouchers. 
What is the involvement of my physiotherapist in the study? 
The [title of physiotherapist] who informed you about the study ([--REDACTED--]) 
is not involved in the study beyond providing information to potential participants. No 
data about a participant’s involvement in the study will be fed back to him, and he will 
not know who has decided to take part or even who has contacted the researcher 
about the study. Your decision of whether or not to take part in the study will not 
affect your treatment with him or any other health care provider. 
Will my taking part in the study be kept confidential? 
Yes. The only people who will know that you have taken part will be the researcher 
and his primary academic supervisor (Tiago Moreira). Neither your physiotherapist 
nor any other health worker will be aware whether or not you participate. 
The interview will be recorded onto a digital recording device and transcribed by the 
researcher. During the transcription process the researcher will remove all 
information that might be used to identify you (such as any names or locations), 
including information that might be used to identify you by deduction (such as if you 
won a rare award that was made public). Your name or personal details will not 
appear on any of the reports or publications that result from this research. Quotes 
from your interview may be used in publications and presentations, but these will 
have information that could identify you removed. It cannot be ruled out that 
somebody who is very familiar with you would be able to identify you from published 
accounts or presentations produced using your data, though this is thought to be 
very unlikely to occur. 
Your pre-interview videoed or word-processed piece will be transferred on an 
encrypted memory stick (unless you choose to print the word-processed piece as a 
hard copy and then post it). This will have a password specific to you (each 
participant will have a separate password), and known only to you and the 
researcher. This means that should the memory stick be used by anyone else, the 
data will not be accessible (it will remain encrypted). Once your data has been 
transferred to the researcher’s computer at Durham University it will be deleted from 
the memory stick. 
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The audio recording, any digital material you made for the stimulus piece (see last 
section), and a digital copy of your transcript will be stored on a secure computer 
network at Durham University. Only the researcher and his primary academic 
supervisor will be able to see it, and only the researcher will have a password to 
access them. Any paper stimulus material you produce, your contact form, your 
informed consent form, and your transcript (when not being analysed) will be stored 
in a locked filing cabinet in the researcher’s office at Durham University. Only the 
researcher will have the key to this cabinet, and only the researcher or his academic 
supervisor will be able to view its contents. Your audio recording, stimulus material, 
and contact form will be kept for a maximum of 12 months after it has been collected, 
after which it will be destroyed. Your transcript (which won’t contain your personal 
data) will be kept for up to 3 years following your final interview so that the 
researcher has time to analyse and write about it. After this, both paper and digital 
versions will be destroyed. Your informed consent form will be kept for 3 years 
following the last interview in the study, before being destroyed. 
Please be aware that if you disclose information during the study about risk of 
significant harm to yourself or others, or about a crime that requires the researcher to 
inform relevant authorities, your confidentiality may need to be broken. 
What will happen if I want to withdraw from the study? 
You are free to withdraw from the study at any time without giving a reason. You will 
be able to withdraw your data from a particular interview at any point up until 2 
months after that interview. After this period it will not be possible to withdraw your 
data because it will have been analysed by the researcher, who will have no time to 
collect more data. You are free to withdraw all or part of your data, and you may 
request a copy of your transcript from the researcher. 
You are free to stop an interview at any point, either to take a break and then 
continue, stop the current interview but with the intention of attending future 
interviews, or permanently withdraw from the study. You are also free to ask the 
researcher to change the topic of discussion if you find it too distressing. 
If you lose the capacity to give informed consent during the study, your data from a 
particular interview will be withdrawn and destroyed if the researcher becomes 
aware of this within 2 months of that interview. 
Will it cost me anything to take part? 
If you decide on an interview location outside of your home, you will incur travel 
costs. The researcher will reimburse you for these in the form of high street vouchers 
equivalent to the value of your travel costs. You will need to provide the researcher 
with receipts for travel (such as bus tickets, taxi receipts, petrol receipts, and parking 
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tickets) so that the researcher can make a claim to cover these costs. Car travel will 
be reimbursed at the rate of £0.45 per mile. 
There are no other costs anticipated. 
What are the possible risks of taking part in the study? 
It is unlikely that you will become distressed during the interview discussions, but if 
you do you should be aware that you have the right to stop an interview at any point. 
This can be to take a break, or to stop the interview entirely. You are then welcome 
to continue with future interviews, or you may wish to withdraw entirely from the 
study. You do not need to give a reason for your withdrawal. You are also free to ask 
the researcher to change the topic of discussion if you find it too distressing, and you 
can withdraw some or all of your data from a particular interview for up to 2 months 
after that interview. You can request a copy of your transcript from the researcher. 
If you experience discomfort during the interview, you are also welcome to take a 
break at any point or even stop the interview. 
There is a very small risk that people very familiar with you might be able to identify 
you from publications or presentations using your data. This is thought to be a very 
unlikely scenario, however (see the section on confidentiality, above). 
What are the possible benefits of taking part?  
There may be no direct benefits to you by taking part in the study. Nevertheless, you 
may feel better from having the opportunity to talk in depth with someone about your 
pain. This should not be regarded as a substitute for therapy, however. 
In addition, your interviews may prove valuable in influencing academic and clinical 
thinking about pain, which in turn may feed back to chronic pain patients. 
What will happen to the results of the research? 
The researcher will use the findings to write a PhD thesis. The findings may also be 
used to make presentations at academic conferences and workshops, as well as one 
or more publications in academic journals. The researcher will work to remove all 
data that could be used to identify you (see section on confidentiality, above).  
Who is organising and funding the research? 
The research has been organised by the researcher (Leigh Rooney) as part of an 
Economic and Social Research Council (ESRC) studentship grant for a PhD being 
undertaken through Durham University. 
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Who has reviewed the study? 
The study has been approved by the Applied Social Sciences Ethics Committee at 
Durham University, and by an NHS Research Ethics Committee. 
How will I find out about the findings of the study? 
If you chose, you can be sent a short report about the findings of the study 
approximately 12 months after the researcher starts interviewing. This can be sent 
by post or email. In addition, you are welcome to contact the researcher at any time 
to enquire about any publications or presentations produced from the findings. 
What should I do if I want to find out more, or if I am considering taking part in 
the study? 
You can fill in the contact form provided with this information sheet, and then post it 
in the stamped, addressed envelope provided. The researcher will then contact you 
to discuss the study. Alternatively, you can contact the researcher using the contact 
details at the end of this sheet. Note that filling out the contact form or contacting the 
researcher does not count as you consenting to take part in the study. 
Further information and contact details: 
If you require any further information or have any questions, please contact the 
researcher (Leigh Rooney) at: 
E-mail: leigh.rooney@durham.ac.uk 
Phone – please leave a message and contact details on [tel. number] and Leigh 
will contact you as soon as possible. 
Other contacts and complaints: 
If you wish to discuss anything with someone other than the researcher, or if you 
have a complaint, please contact: 
Dr Tiago Moreira – Reader in Sociology at Durham University and the researcher’s 
primary academic supervisor – [tel. number] or tiago.moreira@durham.ac.uk 
Dr Andrew Orton – Chair of the Applied Social Sciences Ethics Committee – on [tel. 























Contact form: A qualitative account of pain 
enactment with persons in chronic pain 
 
Please read the information sheet.  
 
If you want to hear more about the study, or are considering participating 
in it, please complete this form and post it back to the researcher using the 
envelope provided. 
 
Please note that filling in this form in no way commits you to taking part in 






YES NO I am willing for the researcher (Leigh Rooney) to contact me about the study in 
order to clarify information about it and to check my interest in participating. 
(Please complete the below if you have answered YES) 
 
My name is: …………………………………………………………………………. 
 
YES NO I would like to be contacted by telephone, my number is: 
 
……………………………………………………………………………………………. 
YES NO I would like to be contacted by email, my email address is: 
 
…………………………………………………………………………………………… 
YES NO I would like to be contacted by post (address already obtained). 
 
 
Please use the envelope provided to post your form back to the researcher. 
 
Please note:  
 
Any details you provide will only be used to make contact with you about the 
study, and not for any other purpose.  
 
The information you provide will be destroyed immediately if you were to 
eventually decide not to participate, and will be destroyed within 12 months if 
you were to eventually decide to participate.  However, data you have already 
provided to [NHS FOUNDATION TRUST REDACTED] as part of the patient 
public involvement program will continue to be held by them unless you 



















Contact form: A qualitative account of pain 
enactment with persons in chronic pain 
 
Please read the information sheet.  
 
If you want to hear more about the study, or are considering participating 
in it, please complete this form and post it back to the researcher using the 
envelope provided. 
 
Please note that filling in this form in no way commits you to taking part in 






YES NO I am willing for the researcher (Leigh Rooney) to contact me about the study in 
order to clarify information about it and to check my interest in participating. 
(Please complete the below if you have answered YES) 
 
My name is: …………………………………………………………………………. 
 
YES NO I would like to be contacted by telephone, my number is: 
 
……………………………………………………………………………………………. 
YES NO I would like to be contacted by email, my email address is: 
 
…………………………………………………………………………………………… 










Please use the envelope provided to post your form back to the researcher. 
 
Please note:  
 
Any details you provide will only be used to make contact with you about the 
study, and not for any other purpose.  
 
The information you provide will be destroyed immediately if you were to 
eventually decide not to participate, and will be destroyed within 12 months if 















School of Applied Social Sciences 
Durham University, 32 Old Elvet 








I am writing to thank you for your recent feedback on a Participant Information Sheet for a 
chronic pain research project that I am undertaking. This document was amended in 
response to your own and others’ replies. As a result of these changes, the project has 
now been approved by an NHS Research Ethics Committee and [NHS FOUNDATION 
TRUST REDACTED] (this is in addition to approval already obtained from Durham 
University). 
 
In particular, your querying of the term “pain enactment” was particularly useful in 
ensuring that I avoid misunderstandings about the meaning of the term. I am grateful for 
your assistance. 
 
You also indicated that you would like to receive information about potentially 
participating in the study when the recruitment stage begins. I have therefore included the 
updated Participant Information Sheet with this letter for your consideration. If after 
looking at this you feel you might be interested in participating, please return the contact 
form (also included with this letter) in the pre-stamped, pre-addressed envelope provided. 
After this, I would then be in touch (preferably by telephone or email) to answer any 
questions you have about the study and to arrange an initial meeting if you are still 
interested. 
 
Please note that you do not have to respond to this letter, and your decision of whether or 
not to respond will not affect any treatment you will receive. 
 




























                                               
Qualitative account of pain enactment: Consent Form 
Version 1.5, Dated: 12th June 2015                                                                                              Page 1 of 1 
 
Study Title: 
A Qualitative Account of Pain Enactment with Persons in Chronic Pain 
Consent Form 
 




box Yes No 
I confirm that I have read and understood the Participant 
Information Sheet dated 12th June 2015, Version 1.5, for the 
above named study. I have had the opportunity to ask questions 
of the researcher and these have been answered satisfactorily. 
   
I understand that my participation in this study is entirely 
voluntary and that I am free to withdraw at any time without 
reason. I understand that I will only be able to withdraw my data 
from a particular interview up to 2 months after that interview. 
   
I understand that if at any point in the study up until 2 months 
after an interview I lose capacity to consent, data collected 
about me during that interview will be destroyed and not used in 
the study. 
   
I understand that I am being asked to take part in a total of 5 
interviews, and to prepare some short stimulus material with 
which to initiate the first interview. 
 
   
I understand that interviews will be digitally recorded onto an 
audio device and then transcribed (written up). I agree that my 
quotes may be used in presentations and publications after 
personally identifiable information has been removed. 
   
I understand that whilst every effort will be made to remove data 
from my transcript that might identify me, it may still be possible 
for persons very familiar with me to identify me from published 
accounts. I understand this is very unlikely scenario, however. 
   
I understand that my personal data will be securely stored at 
Durham University and that it will be destroyed within 12 months 
of collection. 
 
   
I understand that if during the study I disclose information about 
risk of significant harm to myself or others, or where a crime is 
disclosed requiring the researcher to inform relevant authorities, 
that my confidentiality may be broken. 
   




   
 
 
Name of Participant: ___________________________________________________________ 
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